National Foundation for Ectodermal Dysplasias
108 North First Street
Suite 311

Mascoutah. IL  62258
(618) 566-^020

Handicapping Conditions Served:   Persons affected by any of the ectodermal dysplasia
syndromes.

Users Served: Parents, professionals.

The Organization: Ectodermal dysplasias are genetic birth defects, the best known of which
is Christ-Siernens-Touraine's syndrome or hypohydrotic ectodermal dysplasia. All of these
conditions involve at least two abnormalities of derivatives of the skin. Symptoms may
include Jack of sweat glands, skin oils, hair, tears, and mucous membranes. There are often
severe dental problems. There is no known test to determine the genetic carriers of these
conditions. The foundation was formed to locate families encountering difficulties with an
ED patient and to provide them with whatever support and information may be required.
Educational materials and programs are provided to the medical community, and consultant
services are available. Research programs for carrier identification and syndrome
identification are currently being conducted in conjunction with major research facilities,
Annual family conferences provide information, support, and social interaction. A
treatment fund has been organized to provide financial assistance.

Information Services: The Foundation presently responds to all inquiries from families of
persons with ED or their dentists or doctors. A variety of publications is available from the
foundation including a monthly newsletter, A Family Guide to Ectodermal Dysolasias and
Charlev: The Storv of a Child, a family's diary of experience with their son who has ED.
Most publications are free or available for a nominal charge, Audio-visual aids are also
available on a short-term loan with returnable deposit.

National Fraternal Society of the Deaf (NFSD)
1300 W. Northwest Highway
Mt, Prospect, IL  60056
(312) 392-9282 (Voice)
(312) 392-1409 (TDD)

Handicapping Conditions Served;  Deafness and hearing impairments.
Users Served: Disabled persons, parents.

The Organization: Organized and administered by deaf people, the organization was
originally founded to provide life insurance coverage for deaf people who were denied
coverage by established companies. Membership, which entails purchase of insurance, is
open to all hearing-impaired persons, their relatives and others involved in the field of
deafness-between the ages of 0 and 60. NFSD advocates the rights of deaf people to drive
and obtain auto insurance and works to eliminate discrimination in employment, education,
and legal proceedings, The organization also awards scholastic and athletic achievement,
and sponsors local and national social activities.

nation Services: A field force of trained representatives exists to offer detailed
nation and explanation of a variety of insurance investments and estate planning to
hearing-impaired persons. Information is provided in sign language. Consumer

66B; some are free, NFB publishes a monthly
